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Family Caregivers of Terminally Ill Patients at Home: 
Contributions for a Supervision Model
Prestadores de Cuidados Familiares a Pessoas Terminais no Domicílio: Contributos para 
um Modelo de Supervisão
Cuidadores Familiares de Pacientes Terminales en el Domicilio: Contribuciones a un 
Modelo de Supervisión
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Background: Nowadays, family caregivers play a critical role in the support of terminally ill at home. However, there are relatively 
few supervision models to help nurses in make decisions.
Objectives: Contribute to a caregiver supervision model.
Methodology
a focus group, 8 expert nurses analysed the needs and validated both the functions and the focus of supervision.  
Results
care or are not aware of a problem. Finally, the restorative function concerns the assessment of the caregivers’ physical, emotional 
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Marco contextual
desempeñan un papel crucial en el apoyo a las pacientes 
terminales en  domicilio. Hay pocos modelos de supervisión 
que ayuden a los enfermeros a tomar decisiones.
Objetivos: Contribuir a un modelo de supervisión del 
cuidador familiar
Metodología
pacientes terminales y sus respectivos cuidadores familiares. 
de supervisión.
Resultados
función normativa de supervisión a través de los criterios de 
posee conocimientos o habilidades para cuidar o incluso 
tomar consciencia de un determinado problema. Por último, la 
función restaurativa comprende la evaluación de la capacidad 
física, emocional y relacional de los cuidadores, así como la 
disponibilidad de tiempo y dispositivos necesarios.
Conclusión
patient terminal y los respectivos cuidadores familiares.
Palabras clave: cuidadores; paciente terminal; hogar; 
autocuidado; supervisión de enfermería; toma de decisiones
Enquadramento: Atualmente, os prestadores de cuidados familiares 
desempenham um papel crucial no suporte a pessoas em situação 
Objetivos: Contribuir para um modelo de supervisão para cuidadores.
Metodologia
de 10 pessoas terminais e respetivos prestadores de cuidados. Neste 
estudo, baseado em focus group, 8 enfermeiras peritas analisaram as 
Resultados: Os dados referentes à pessoa terminal evidenciaram a 
função normativa da supervisão através dos critérios de diagnóstico 
habilidades para tomar conta ou consciência de determinado 
capacidade física, emocional e relacional de quem cuida assim como 
na disponibilidade de tempo e dispositivos necessários.
Conclusão
supervisivas, englobando as necessidades da pessoa e familiares 
prestadores de cuidados.
Palavras-chave: cuidadores; doente terminal; domicilio; 
autocuidado; supervisão de enfermagem; tomada de 
decisão
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Introduction
who wish to die at home is increasing, especially if 
they live with and are cared for their family (Payne, 
importance of the family caregiver, particularly at 
home, is increasingly evident within the scope of care 
Family caregivers take care of activities, from house 
safety, going shopping, and cooking to providing 
complications. When the health status of terminally 
will deteriorates, the level of care needs increase.
the creation of a supervision model based on the 
needs of family caregivers of terminally ill patients, 
as well as on the resources needed to provide care 
at home. Research shows that these caregivers 
report various needs, but are also unaware of other 
the acquisition of both knowledge and skills that 
empower them to provide competent care with the 
Background
that their relatives with disabilities are unable to 
perform (Funk et al., 2010). Caring for a terminally 
ill patient at home brings about changes in family 
dynamics, which are often ignored by health care 
professionals and have negative consequences both 
Anderson, & Harel, 2010).
, an early preparation can 
facilitate the transition, whereas, on the contrary, 
caregiving role. Studies show that better prepared 
family caregivers have a lower level of stress and are 
However, several studies show that health care 
professionals, especially nurses, still pay little 
attention to these caregivers based on their real 
multiple studies focusing on terminally ill patients or 
on their family caregivers. In relation to terminally ill 
people, the studies describe their health condition 
and the respective intervention programs which are 
largely associated with symptom management and 
the type of care that relatives should provide. Many 
studies already focus on the family caregivers and on 
their needs, intervention programs, and assessment 
of consequences. However, the diversity of data 
collection tools, evaluations and contexts hamper the 
or that described the data related to the caregiving 
role that should be assessed in family caregivers.
One of the nurses’ tasks is to help family caregivers 
performing their role without ever forgetting the 
of the needs of this dyad in view of the evolution 
of the health condition of the terminally ill patient 
and the needs of the caregiver is a support strategy in 
simultaneous transitions (Abreu, 2008).
supervisory functions can occur (separately or 
combined): normative, formative, and restorative. 
Given the relevance of the supervisory role of 
nurses in the assessment of the needs of terminally 
ill patients and their family caregivers, and the lack 
of knowledge about the evidence of supervision 
model to these clients, we aimed contribute to a 
model able of operational the different supervisory 
functions, focusing on the clinical assessment of the 
and, simultaneously, on the assessment of the family 
caregiver’s capacity to perform this role. 
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the help of privileged informants (nurses and family 
sampling, i.e. certain inclusion criteria can be used to 
fully apprehend the caretaking focus (International 
participants: being a relative in charge of the unpaid 
of age; and caring, at any time of the day, for a person 
with advanced and progressive disease. Regarding the 
having an advanced and progressive disease, without 
healing potential; being over 18 years of age; being 
Since this is a study of ethnographic inspiration, 
participant observation remained the
selected technique, that was used to identify the 
individuals’ activities, the physical characteristics 
of the social situation and the aspects that are part 
of the scenario under study. Initially, a descriptive 
observation was used to obtain an overview of the 
social situation. After registration and analysis of 
baseline data, we conducted focused observations. 
to develop a taxonomy. However, sometimes it was 
necessary to add more descriptive information to 
Data collection took place between December 2012 
context of observation) so as to facilitate data analysis. 
was used to consolidate a hierarchical encoding 
structure, allowing for a quick and rigorous access 
repeatedly read to obtain an overall understanding 
of the experience of each participant. After this 
phase, the analytical domains were obtained through 
simple semantic relationship; (b) preparing a domain 
Research questions
qualitative research. Four research questions were 
the following questions were formulated: Which 
risks of the terminally ill patient? And what type of 
care is provided by family caregivers and what needs 
guided by the following operational questions: which 
dimensions should be included in a supervision 
model focused on the family caregivers? What are the 
key focus to consider in each dimension?
Methodology
Our main purpose was to describe the second part of 
dimensions and focus. However, we will describe the 
and easy understanding of the research process. As 
told before, we conducted previously a qualitative 
study with an ethnographic inspiration in home 
settings, 
explain both the consistencies and the variations in 
the society, the individuals and the contexts from the 
perspective of others and not as a result of a clinical 
understand these complex features of modern life. It 
can show the range of cultural differences and how 
people with diverse perspectives interact.” (Spradley, 
All the above mentioned arguments strengthen our 
methodological option, especially when Spradley 
knowledge people use to interpret experience and 
set out for this study.
First Moment - Prior Study 
ethnography, it was possible to identify the care needs 
and risks, as well as the needs of family caregivers. 
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worksheet that had to be constantly updated; c) 
selecting a sample of the obtained data; d) searching 
the semantic relationship; e) repeating the search 
with other semantic relationships; f ) listing the 
In view of the obtained domains, and based on 
interest; b) informants’ suggestions; c) theoretical 
of domains. f ) listing the domains that we selected 
to perform the focused observations; g) writing the 
questions that would help to perform the observation; 
h) selecting the venues that would provide the best 
opportunity for observation; and i) selecting the 
activities that would enable the observation.
explored and reduced from the research on the topic 
interviews with the family caregivers.
assumptions were considered: (a) the exhaustiveness 
of the categories, where the system of categories 
would encompass all possible differentiated data 
units; (b) mutual exclusion, where each unit could 
only exist in a category: c) pertinence, i.e. the 
content of the information (units of record); and, 
principle, which implies that the categories are drawn 
to the diagnostic criteria for the terminally ill person, 
were divided into physical capacity, emotional 
capacity, relational capacity and time availability. 
unmeet 
needs
skills and increase the awareness of a given need. 
data on the terminally ill patient and the care not 
provided by the caregiver due to a lack of knowledge 
support available to the family caregiver, as well as the 
categories and the literature review supporting the 
decision choices. It aims at the clinical usefulness for 
not of Yes or No data.
Second Moment -  "e Actual Study
Content analysis guarantees the validity of the 
collaborate in this phase were nurses with the highest 
level of professional and disciplinary knowledge 
Delphi’s technique (Hasson,
Keeney & McKenna, 2000) was used to reach a 
consensus without the need for
composed of eight female nurses with a mean 
family health unit, two in continuous care teams, 
three in hospital palliative care units, and one in an 
intrahospital palliative care team.
In relation to the experience in providing care 
with family caregivers, the mean years of experience 
were 12.1 years, being the minimum experience of 2 
mean years of experience in caring for terminally ill 
of 2 years and the maximum experience of 21 years. It 
was important to emphasise that all of the experts are 
of nursing practice and clinical supervision.
Results
and the respective training complement (mean of 
In addition, three of the experts had postgraduate 
degrees in palliative care. 
in community nursing with a mean age of 4 years 
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and the informed consent was obtained from the 
participants belonging to a rural village in the district 
of Porto.
supervisory relationship with the caregivers. However, 
we will remark here the main characteristics of the 
years, nine were women and eight were unemployed; 
the mean age of the patients was 84 years, eight were 
women, dementia was the main medical diagnosis, 
one patient had an oncological disease and another 
had a degenerative bone disease). All participants 
in the profession; one in community nursing for 8 
taken in account the analysis of the scores obtained 
the inclusion consensus was reached whenever the 
following conditions were met for each item: a degree 
of mean and median concordance equal to or greater 
than 4, and  lack of participants’ comments, such as 
ambiguity in understanding data (Goossen, 2000). 
there were comments on data ambiguity.



























8 years 8 years
Main disease
8 0
Oncological disease 1 0
Degenerative bone disease 1 6
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Depression 0
Myocardial Infarction 0 1
High
Moderate 1
If the terminally ill patient requires a family caregiver, 
the nurse must assess the caregiver’s physical, 
emotional and relational capacity and time availability 
complications. If the assessment is negative 
professional exercise.
However, when the family caregiver expresses the 
need for knowledge and skills, the formative function 
of the nurse emerges. In this study, this formative 
function emerges when there is a need to deepen the 
caregiver’s knowledge, for example, about preventing 
complications (aspiration, dehydration, pressure 
ulcer, contamination, 
managing behavioral changes, the pathological and 
dying processes, managing a complex medication 
In some cases, the caregiver’s potential is focused 
on the acquisition of skills toward the empowerment 
for caretaking, which, in this study, relates to 
aspirating secretions, preventing complications (foot 
transferring and helping in toileting. Some family 
caregivers also required awareness on the risk of 
aspiration and maceration, family support and nursing 
services. 
Caregivers are often faced with the breakdown of 
their own emotional sphere, either by exhaustion or 
capacity is altered, which requires support from the 
health professionals. In these cases, the nurse has 
a restorative or support function, i.e. the nurse is 
concerned with the caregiver’s emotions, feelings 
and emotional intelligence. However, these functions 
often occur simultaneously, which indicates that 
nurses should be aware of all these needs in an 
comprehensive way.
function is always present. However, the nurses 
Discussion
highlight the normative function that the nurse can 
perform, i.e. the professional responsibility in view of 
the observed reality. Data provide information that 
should be immediately considered so as to maintain 
each diagnosis would be exhaustive.
In relation to the terminally ill person, the diagnosis 
are: impaired airway clearance, urinary incontinence, 
bowel incontinence, malign wound, dysphasia, 
contrature, impaired balance, hypoactivity, and 
agitation. For impaired cognitive capacity, we consider 
the criteria related to impaired memory and confusion. 
care is the most basic care (moving, lifting, standing, 
transfer and sitting) and, if impaired, all other types 
regime – exercise regimen, complex medication 
regimen and dietary regimen).
An impaired physical and cognitive capacity and 
related to bodily processes: aspiration, dehydration, 
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resources may help caring for the person with one or 
However, family caregivers who are unable to 
complications need support: professional support 
(nurse, family doctor or integrated continuous care 
others) or support from the continuous care network 
ill and family caregiver allow to build decisional 
present (Figura 1).
should also assess the need for support that usually 
emerges in combination with the remaining needs. 
such as positional pillows, frame, bedpan, vaccum 
secretions, suspended bath seat, hair wash basin 
chair, armchair, articulated armchair, commode, no 
fall shoes, automatic bed with rails, pill box, crutches, 
repose boots, urinary catheter, pressure relief 
mattress, sling back chair vest, plastic cup with holder, 
plastic cup with base, handrail, call device, pill cutter, 
transfer lift, medication delivery sheet, abdominal 
clothes, urine bags, feeding syringes, nasogastric 
Figura 1
responsabilities of nurses and that this function 
may vary according to the needs of the terminally 
may need to acquire skills in order to provide 
safe care (normative function), to explore 
and integrate new knowledge (formative function) 
or need to acquire skills of emotional management 
and psychological balance (restorative function). 
toward a dynamic supervision model that would 
after assessing them, to evaluate the skills (physical, 
emotional and relational) and time availability of 
equipment that can enhance the caregiving role.
However, the study has some limitations. One 
of the limitations is the use of an intentional 
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Conclusion
that were highlighted are based on data obtained in 
we consolidated the we explored contributions 
for assisting terminally ill patients and respective 
family caregivers, assuming the data implementation 
in the care context. 
in order to provide quality and safety care. We also 
aim at contributing to increasing the knowledge 
in nursing, as well as improving the medical records 
management software using the contents from the 
Aware of the limitations of this study, we suggest 
that further research should be conducted on these 
contributions, namely on their application on a large 
scale, involving other nursing focus and the different 
care situations validated data. We also suggest that 
instruments should be systematically applied to 
and relational capacity, eliminating, as much as 
resulting from each nurse’s individual clinical decision.
Finally, we strongly suggest a debate about the 
meaning of Clinical Supervision. Research shows 
often a confusion between the concept of clinical 
supervision of the students, the peers supervision 
and the caregivers supervision have to be understood 
as different types of clinical supervision.
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